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FOREWORD

The Department of Health and Hunan Services supports the goal s of
i ndependence, productivity and integration into the community of
mentally retarded and ot her devel opnental |y di sabled citizens.

We wel cone the opportunity in this report to Congress to review
our progress toward these goals and to outline four policy
proposal s which we believe will advance us even further.

The Internmediate Care Facilities for Mentally Retarded (I CFH MR
program was established by Congress under Medicaid nearly 15
years ago as a nechanismto provide care to a severely handi -
capped population. In 1973, the programis first year of
operation, 30,500 individuals received | CF/ MR services at a cost
of $165 mllion. By 1983, Medicaid paid just over $4 billion for
151, 000 people. During this sane tine period, the nunber of
|arge institutions decreased and nore clients were served in
smal l er community-based facilities. The average age of clients
in ICFs/ MR increased as nore famlies chose to care for their
devel opnental | y di sabl ed nenber at hone.

More recently, Section 2176 of the Qmi bus Reconciliation Act of
1981 aut horized the granting of-waivers of certain Mdicaid
requirenents to allow States to cover hone and conmunity- based

|l ong-term care services under Medicaid. As of June 30, 1985, 107
wai ver s have been granted to 46 States. Fifty of the approved
wai vers are targeted to devel opnental | y di sabl ed peopl e.

The Departnent has identified four areas for enphasis. They
are: increased incentives for community living, inproved
standards for | CFs/ MR, adult services and i nproved coordi nation

and cooperation. The report outlines plans in each of these
ar eas.

W are coomtted to noving forward and believe that by 1992, the
cl ose of the Decade of Di sabl ed Persons, we can reach the goals
set forward in the Devel opnental D sabilities Act of 1984.
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Gis R Bowen, MD.
Secretary




POLI G ES FOR | MPROVI NG SERVI CES
FOR MENTALLY RETARDED AND DEVELOPMENTALLY DI SABLED PERSONS

SERVED UNDER TI TLE XI X OF THE SOCI AL SECURI TY
ACT

SUWARY

The Devel opnental Disabilities Act of 1984 requires that the
Secretary of Health and Hunan Services submt to Congress a
report on services provided to devel opnental |y di sabl ed and
nmental ly retarded persons under the Medicaid program

i ncl udi ng the hone and community based service option. The
report is to focus on inproving services in such a nmanner as
to increase the independence, productivity and integration
into the community of nentally retarded and ot her

devel opnental | y di sabl ed persons.

The Departnent of Health and Human Services is firnly
conmtted to the goals of independence, productivity and
integration into the community of mentally retarded and ot her
devel opnental | y di sabl ed peopl e. Consi derabl e progress has
been nmade toward achi eving these goal s and t he Depart nent

W ill continue efforts to assist States in providing
opportunities for all individuals, including those who are
nost severely handi capped, to live in an environnment which is
simlar to that of the nmpjority of society and one which
enabl es themto achieve their nmaxi mum potenti al .

To this end, the Departnent is undertaking four efforts. The
first is an exam nation of options which would all ow States
greater flexibility in providing services to nentally retarded
and ot her devel opnental |y di sabl ed peopl e.

Second, the Departnent is proposing revisions to the
standards governing the Internediate Care Facilities for the
Mentally Retarded (I CFH/ MR) program The revised regul ati ons
Wil continue to protect the health, safety and rights of

vul nerabl e di sabl ed persons. They aimto nake standards nore
enforceable. Equally inportant, they al so are bei ng desi gned
to increase the focus on developing the full potential of the
i ndi vidual through active treatnment. Mreover, both the
added flexibility and the revised regulations will facilitate
the current novenent to conmunity-based services and
encourage the integration of devel opnental ly di sabl ed peopl e
into the mai nstream of society.

Third, the Departnent believes it is inportant to assi st
nental ly retarded and ot her devel opnental |y di sabl ed peopl e
to becone independent and productive. Therefore the



Departnent along wth other Federal agencies will place
speci al enphasis on focusing an array of services provided by
Federal, State and |ocal governnents to facilitate the
transition of young adults from school to work.

Finally, the Departnent of Health and Hunman Services wl |
work to inprove Federal agency cooperation and coordi nation,
principally through the Interagency Commttee on Devel op-
mental Disabilities. This Conmttee, called for in the
Devel opnental Disabilities Act of 1984, is co-chaired by the
Comm ssi oner of the Adm nistration on Devel opnent al
Disabilities, Departnment of Health and Human Servi ces, and
the Assistant Secretary of Special Education and Rehabili -
tative Services, Departnment of Education.

More than 20 years ago various prograns of the Federal

gover nment becane avail able to support the nove from
institutional to conmmunity-based care. This phil osophica
change in treatnment and care necessitated a new set of
services for a nore independent |ife style. Today, 8 out of
10 nentally retarded children reside with natural or foster
parents, and an increasing nunber of disabled adults are
l[iving outside institutional settings. The Departnent of
Heal th and Human Servi ces provi des financial assistance

t hrough the Suppl enental Security Incone (SSI), Soci al
Security Disability Insurance (SSDI), Medicaid and Medi care
prograns. These progranms constitute the nost significant
Federal disability-related expenditures. The Departnent al so
funds prograns which provide famly services such as respite
care, case nanagenent, counseling services and parent
training. Mst recently the Hone and Comunity-Based Care
wai ver program under Medicaid, provided States with further
opportunities to neet the needs of severel y di sabl ed peopl e
in the community, thus delaying or preventing the need for
institutional care.

The goal of the Admnistration is to foster the continuing
devel opnent of strategi es enphasizing integration into the
comuni ty, independence and enploynment, while still providing

support and protection for those persons who need such
assi st ance.

BACKGROUND 1.

Changi ng Focus and Federal Legislation

Many changes in treatnent of nentally retarded and ot her
devel opnent al | y di sabl ed peopl e have occurred over the past
two decades. The principle of "normalization” which
underlies nmany of these changes argues that even the nost -
severel y handi capped persons should be treated as nuch as
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possi bl e | i ke other people of the sane age and background. It
stresses the inportance of allowi ng people with all types of
handi caps to have the sane opportunities to engage in what are
usual |y considered normal activities and |ifestyles.

Advocat es of nornalization believe individuals will reach
their maxi mum | evel of independence and productivity only if
their living and working environnents are simlar to those of
the rest of the popul ation.

The sixties and seventies witnessed a significant increase in
| egislation attenpting to address the needs and concerns of
di sabl ed persons. Sone of the nobst inportant pieces of
Federal |egislation enacted during this period were (1) The
Architectural Barriers Act of 1968 whi ch mandat ed physi cal
access, paving the way for legislation dealing with civil
rights and enpl oynent; (2) The Rehabilitation Act of 1973,
particularly Section 504, which prohibits discrimnation on
the basis of handicap in Federally assisted prograns; (3) The
Education for Al Handi capped Children Act of 1975 which
requi res that handi capped children be educated in the "l east
restrictive" environnent; and (4) The Devel opnental D sa-
bilities Assistance and Bill of Rights Act of 1975 which

i ncludes a protection and advocacy system strengthened
assurances regarding the rights of devel opnentally disabl ed
people in institutions, and a State grant program

2. Medicaid

The 1 CF/ MR program and the Hone and Conmunity Based Care
program now avail able on a waiver only basis, are the two
maj or conponents of the Medicaid programwhich States have
used to target services to the needs of the devel opnentally
di sabl ed.

Medi cai d, enacted as part of the Social Security Amendnents
of 1965, is a joint Federal and State financially supported,
State adm ni stered entitlenent program which pays for the
health care of specific categories of |ow incone people.
Approxi nately 55 percent of the funds are Federal. Wthin
Federal paraneters, States now have considerable latitude to
deci de what groups to cover and for what types and anounts of
services. Al 50 States and the District of Colunbia (as
well as Puerto Rico, GQuam the Virgin Islands, Northern

Mari anas and Anerican Sanpa) currently have Medicaid
prograns. These differ in terns of groups of recipients
served, types of services covered, and costs.

The eligibility provisions for the Medicaid programare

conpl ex and vary across the States. At a m ni num
St at es

must provide Medicaid benefits to all persons receiving cash
assi stance under the Aid to Famlies wth Dependent Children
(AFDC) program Cenerally, States nust provide Medicaid
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eligibility for recipients of benefits under the Suppl enental
Security (SSI) program although States al so have the option
under Section 1902(f) of the Social Security Act tolimt
Medi cai d coverage to SSI recipients who neet nore restrictive
Medicaid eligibility requirements. The persons eligible for
Medi cai d under these provisions are referred to as
"categorically needy."

Al so, there are optional categorically needy coverage groups
associated with AFDC and SSI. Both prograns include groups
who: 1) are eligible for but not receiving cash assi stance,

and 2) would be eligible for cash assistance if not
institutionalized.

AFDC has additional optional coverage groups who: 1) would
be eligible if child care costs were paid fromearnings, 2)
are under 21 years of age and who woul d be eligible for AFDC
but do not qualify as dependent children, and 3) woul d be
eligible if coverage under the State's AFDC pl an were as
broad as allowed. SSI has additional optional coverage
groups who: 1) receive only optional State supplenents, 2)
woul d be eligible under a special incone |evel over the SSI
level and are in institutions, and 3) would be eligible under
a special incone |level over the SSI |evel and are receiving
hone and conmuni ty- based servi ces.

Most children who permanently reside in institutions qualify
for Medicaid regardless of famly incone. |In these cases,
the income of the parents is not considered to be avail abl e
for the child s care unless the parents actually contribute
to the costs of care. Children with high nedical costs, who
are eligible for Medicaid while they are institutionalized,
may | ose their eligibility when they return hone to live with
their parents. States have two ways to remedy this: first,
under Section 13 of P.L. 97-248, States are permtted to
cover under Medicaid certain disabled children 18 or under
who live at honme and would be eligible for SSI if they were
institutionalized. States nust determne that the child
woul d have required institutional care and that the cost of
care at home is no nore expensive. Second, States may apply
for a Home and Conmuni ty- Based care wai ver to provide

Medi cai d services to disabled children with high nedica
costs who |ive at hone.

In addition, States may provi de Medicaid coverage to

nedi cal |y needy individuals. These include pregnant wormen,
children, aged, blind or disabled individuals whose incone is
above the | evel established for the categorically needy.
States set the incone eligibility levels for nedically needy
i ndi vidual s, but those |evels nay not exceed 133. 3 percent of
the State's AFDC i nconme standard. |f people defined as



medi cal | y needy have incone or assets above the State-
prescribed standard, they nust first incur sufficient nedical
expenses to lower their incone and assets to the nedically

needy level. This is often referred to as the "spend down"
requirenent.

Finally, individuals in States that do not have a nedically
needy program or spend down provi sion may receive Medicaid
benefits if they reside in an ICF, ICH MR or Skilled Nursing
Facility (SNF) even if their incones are too high to qualify
them for cash assistance. These individuals may qualify if
their incomes are bel ow a State-defined | evel which nmust not
exceed 300 percent of the SSI standard for an individual
living in his or her own hone.

Mental ly retarded and ot her devel opnental |y di sabl ed peopl e
who are Medicaid eligible are also entitled to receive al
ot her Medi caid services covered in their State plan. These
coul d i nclude physician services, clinical services and
hospi tal servi ces.

| CF/ MR Program

Forty-nine States and the District of Colunbia adm nister an
| CF/ MR program 20 States for the categorically eligible and
29 States and the District of Colunbia for both the
categorically eligible and nedically needy. Funding of care
ininternediate care facilities (1CFs), including public
facilities for the nentally retarded was added as an opti onal
Medi caid service in 1971. The intent of the Federal funding
and standard setting was to inprove the quality of insti-
tutional care provided to the nentally retarded; too often
this was little nore than custodial care. Al so there was a
grow ng awareness that States had responded to the avail abil -
Ity of Federal funding for skilled nursing facilities (SNFs)
by reclassifying sone State institutions or by noving
mentally retarded residents from State institutions into
private SNFs. Because of their intense, nedical orientation,
SNF services did not neet the habilitative needs of this
popul ation; this | evel of care was also very costly.

Al t hough the evol ution of the Medicaid I CF/ MR program

coi ncided with the devel opnent of normalization as a
phi | osophy and treatnent, normalization was not a part of its
original mssion. At the inception of this program npst
observers assuned that Medicaid would continue to focus on

| arge, but upgraded, public institutions.

In 1973, the first year of the |ICF/ MR programi s operati on,
Medi caid paid $165 mllion in Federal and State funds for
30,500 recipients of | CFH/ MR services. By 1983, the conbi ned
Federal and State share totaled just over $4 billion for
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151,000 ICF/ MR recipients. (See Chart 1) Initial growh in
reci pients, costs, and cost per recipient occurred as States
certified already existing beds as |CF/ MR beds. To do this,
States invested heavily in capital and staffing i nprovenents
to bring these facilities up to Medi caid standards. During
this tine period, the total nunber of people being cared for
in large public institutions was declining although an

I ncreasi ng proportion of these people was being cared for in
Medi caid-certified facilities. Gowi ng investnments in staff,
capital to inprove facilities, costs of larger facilities as
wel | as general and nedical inflation can be contrasted with
the overall declining residential population. In the md-
seventies, there was substantial growmh in Federal and State

expenditures for the | CF/ MR program although the rate of
grow h has | evel ed of f.

Trends within the |CF/ MR community are actually reflections
of changes taking place within the total residential care
system State residential systens have decreased slightly in
size, largely through increased novenent toward sem -

i ndependent pl acenments and del ayed age of first entry into
the long-termcare system A study by the University of

M nnesota, for the years 1977 to 1982, substantiates sim/lar
trends in the | CFs/ MR

During the years 1977-1982, substantial growh occurred in
the 1CF/ MR program nore in the nunber of facilities funded
than in the nunber of certified beds. This increase in the
nurmber of facilities resulted in a decrease in the average
nurber of beds per facility from186 to 76. (See Chart 11)
The average size of large facilities (over 200 beds) has
declined over the last 10 years. 1In 1981, public institution
data showed the average size of large institutions fell from
700 beds to 475 beds. The greatest change in facility growth
was in smaller facilities serving 15 or fewer clients. The

nunmber of small facilities grewfrom188 in 1977 to 1,202 in
1982. (See Table A).

A rel ated change during the five-year period was the growh in
private facilities which increased from573 in 1977 to 1,834
in 1982. The nunber of for-profit providers rose from169 to
406. During the sane tine period, the nunber of non-profit
facilities increased from 135 to 977. Despite the growh in

t he nunber of snmall private facilities, the | CFH MR program
remai ns essentially public. Seventy-five percent of | CFH MR
beneficiaries were residing in publicly operated facilities
of 76 or nore residents as of June 1982.

There has been a dranatic decrease in the proportion of

children and youth anong the resident popul ati ons served by
| CFs/ MR I n 1977 persons under 22 years nade up 35.6 percent

1
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of the I1CF/ MR popul ation; in 1982, that proportion had
dropped to 22.6 percent, a nmuch faster decline than in the
general popul ation. (See Chart 111)

There al so has been a significant increase in the proportion
of persons who are profoundly retarded in ICFs/ MR In the
small 1 CF/ MR serving 15 or fewer clients the levels of mldly
to noderately retarded fell from70 percent to 56 percent
whil e the profoundly retarded increased from3 percent to 16
percent between 1977 and 1982. |In those | CFs/ MR serving 16-
75 residents, the mld to noderate population fell from52.2
percent to 43 percent while profoundly retarded rose from
20.0 percent to 29 percent. 1In the 76-3 00 and 300+
facilities the decrease in mld/ noderate was 39-32 percent
and 24.5-18 percent respectively, with the profoundly
retarded group increasing from 33-41 percent, and 47-58
percent respectively.

Ei ghty percent of the popul ations of |arge | CFs/ MR and about
30 percent of clients in conmunity settings are severely or
profoundly retarded. The average age of clients in | CFs/ MR
I's now well over 30 years reflecting the effect of other -
prograns enabling famly nmenbers to retain their handi capped
child/sibling in the home, efforts to serve disabl ed peopl e
in the least restrictive setting and efforts to limt
institutional care to those who need it nost.

Counts of the nunber of ICF/ MR facilities and the nunber of
certified beds in those facilities suggest a stabilization
and even a small decrease in the nunber of | CF/ MR program
beneficiaries. In 1982, there were 148,393 | CF/ MR beds in
1,853 ICFH/ MR facilities nationwide. This conpares with

146, 630 certified beds in 2,674 facilities in 1985. The

decrease in the total nunber of certified beds is largely a
result of closing large institutions or units in them The

i ncreased nunber of facilities conmes primarily fromthe
grom h of small facilities.

The States are responsible for ensuring that | CFs/ MR neet
program standards. [In 1980, P.L. 96-499 authorized the
Secretary of Health and Hunan Services to conduct "l ook

behi nd" surveys. |In order to establish whether a facility
is in conpliance and neets the requirenents for participation
in the Medicaid program the Health Care Financing Adm ni s-
tration conducts onsite surveys of facilties. |If a facility
is found not in conpliance with health and safety require-
ments, the Secretary has the right to cancel that facility's
approval to participate in the Medicaid program

Since 1980, HCFA has issued "l ook behind" procedures and has
required its Regional Ofices to conduct surveys of at |east
five percent of certified ICFs/MR Fifty-seven full-tine
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equi val ent positions have been designated to conduct "I ook
behi nds" in ICFs/ MR Each Regional Ofice has at | east one

devel opnental disabilities specialist designated to partici-
pate in this effort.

The Departnment is commtted to survey 100 percent of the

| CFs/MR with 300 or nore beds. In addition, HCFA will survey
40 percent of certified ICFs/ MR with between 16 and 299 beds
and 20 percent of ICFs/MR with 15 or fewer beds. To reach

t hese goals, HCFA will conduct nore than 650 direct Federal
surveys on an annual basi s.

An update on conditions at nine ICFs/MR i s appended. These
nine facilities were the focus of the Secretary's testinony
before the Senate Labor and Human Resources Subcommttee on
t he Handi capped in July 1984. (Appendix A)

Honme and Conmuni ty-Based Care \Wivers

Section 2176 of the Omi bus Reconciliation Act of 1981

aut hori zed the granting of waivers of certain Mdicaid
requirenents to allow States to cover hone and conmunity-
based | ong-term care services under Medicaid. States can
provide a wide array of non-nedical services not otherw se
covered by Medicaid to sel ected popul ati ons who m ght
otherwi se require institutionalization. To neet Federal
requi renents for waiver approval, States nust denonstrate
t hat Medi cai d services provided including the new services
are no nore expensive than caring for those individuals in an
institutional setting.

As of June 30, 1985, 107 wai vers had been granted to 46
States. Fifty of the approved waivers were targeted to
devel opnental | y di sabl ed people. The nbst frequently
request ed wai ver services are case nanagenent, followed by
habi | i tation, m scellaneous and respite. Wile nost waiver
requests are to provide services for nentally retarded

peopl e, sone States have targeted other devel opnentally
di sabl ed persons as well.

The final reqgulations for the Home and Comrunity waivers

i ssued on March 13, 1985, include several new provisions
which will help inprove services to nentally retarded and

ot her devel opnental |y di sabl ed people. The regul ati ons now
require board and care facilities 1 n which hone and
conmmuni ty- based services are provided to nmeet applicable
State standards as well as standards established under
section 1616(e) of the Social Security Act, comonly referred
to as the Keys anmendnent. This provision requires States to
establish and enforce safety and rel ated standards for
institutions, foster hones, or group living arrangenents
where a significant nunber of SSI recipients are residing or
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are likely to reside. Developnentally disabled people live
in a variety of settings, including the kinds of facilities
covered under the Keys anendnent. The Departnent will inpose
t he Keys anmendnent requirenents on all facilities subject to
t he Keys anendnent standards in which residents are receivVving
services through the Honme and Community wai vers.

The regul ations al so contain | anguage to nmake clearer that a
reci pient nust be given a choice of either institutional care
or wai ver services and now specify that the recipient or

their legal representative nust be involved in naking this
choi ce.

The wai vers have assisted in the novenent towards comunity-based
care. Funds for community-based services for the nentally
retarded and ot her devel opnental ly di sabl ed peopl e increased

bet ween 1977 and 1984. For | CFs/ MR the proportion of funding
for community-based settings (e.g. small group facilities |ocated
in residential areas) nore than doubled and is estimated to be
approachi ng 21 percent of the total Federal |CF MR rei nbursenent
in 1984 according to a study by the University of Illinois at

Chi cago. Moreover, the proportion of total funds, including both
State and Federal nonies, used for community-based services has
increased in all States, with 10 States reaching fiscal parity in
fundi ng expended on conmunity services and institutional care.

3. Oher Prograns

Mentally retarded and ot her devel opnental |y di sabl ed peopl e are
bei ng served by a nunber of prograns. These range from i nfant
stimul ati on prograns, through education and training provided by
| ocal school systens, to various adult prograns in addition to
residential services. Famlies receive services as well. These
can include respite care, famly support groups and estate plan-
ning to ensure lifetinme care for the devel opnental |y di sabl ed
famly menber. Federal sources of support include the Devel op-
nmental Disabilities program the Maternal and Child Health
program the Social Services Block Gant, Vocational Rehabil -
itation and Special Educati on.

The multitude of prograns and activities for providing services
to nentally retarded and ot her devel opnental |y di sabl ed peopl e
often creates problens as well as new opportunities. Olitics
point to the lack of coordination anmong Federal, State and | ocal
prograns which can result in gaps in coverage. This difficulty
has been noted by the HHS | nspector General in "A Program | nspec-
tion on the Transition of Devel opnentally D sabl ed Young Adults
from School to Adult Services." The variety of prograns
avai |l abl e can rmake professional treatnment and pl acenent deci sions
nore difficult.



DEPARTMVENTAL QGOALS

1. The Chall enge

Proposal s for inproving the systeminclude sonetines contradicto-
ry goals. For exanple, increased programintegration can limt
programflexibility. The goal of fewer Federal restrictions may
conflict with the desire for stronger Federal standards. Specific
proposal s for inprovenent include higher quality treatnent, nore
active treatnent, greater support for famlies with nmentally
retarded nenbers, novenent of enphasis frominstitutional to
communi ty- based settings, and/or nmovenent from sheltered work
settings to mai nstream enpl oynent includi ng supported work. The
challenge is to reconcile the goals of flexibility and
accountability, and to fashion prograns and practices which allow
sufficient flexibility for neeting individual needs, while
ensuring protection for the nost vul nerabl e.

2. Coal s

The Departnent is pursuing several nmajor goals which it believes
can contribute to the independence, integration and productivity
of mentally retarded and ot her devel opnental |y di sabl ed peopl e:

CGoal : Increasing Incentives for Conmmunity Living

Despite the trend to snaller facilities, a common criticism of
the current ICF/ MR programis that it creates incentives for
States to retain institutional nodels of care. Most |large State
institutions are | CF/ MR funded while nbst snall, comrunity-based
residential care facilities rely on a mx of Federal, State and

| ocal funds. Wile thereis atrend to smaller |CFs/ MR a nunber
of States have considerable capital invested in |larger institu-
tions. This and pressures to naintain jobs for staff have tended
to slow the novenent of clients out of larger facilities. In
order to reduce incentives to States to maintain |arger facil -
Ities, sonme have argued for the transfer of Federal Mdicaid
dollars frominstitutions to comunity prograns. O hers,
however, believe that institutional care is nore stable than
conmuni ty- based services, ensuring a lifetine of care. Qhers
argue that institutions are necessary to provide care to the nost
severely handi capped and the nedically fragile.

One way to achieve a better balance is to give States nore flexi-
bility in a manner which does not provide inappropriate fiscal
i ncentives.

CGoal : Inproving Standards for | CFs/ M

Revi sed and updated standards for | CF/ MR care and services are
needed. The current |ICFH/ MR reqgul ations are outdated; they were
publ i shed in January, 1974. At that tinme, nost institutions for
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the nentally retarded were large, State-run facilities. 1In 1981,

HCFA i ssued guidelines for facilities serving 15 or fewer
per sons.

The current regul ati ons and gui delines require "active treat-
ment," i.e., an individualized witten plan of care that sets
forth neasurabl e goals and objectives in terns of desirable
behavi or and prescribes an integrated program of activities,
experi ence, or therapies necessary for the individual to reach

t hose goals and objectives. This requirement was intended to
prevent warehousing of clients and to pronote nmaxi num devel oprent .

Because the ICF/ MR programis a conponent of the nedically-
oriented Medicaid programit has had a nedical bias. Wile sone
| CF/ MR clients have heavy nedical needs, this is not the case for
the majority. It has been argued that sonme of the requirenents

i nposed on | CFs/ MR, while appropriate to facilities serving the

| ong-term physically disabled, nay add significant unnecessary
cost .

There is al so evidence that sonme individuals in | CFs/ MR do not
have the level of disability warranting | CF/ MR care. | nappropri-
ate placenent has been a continuing concern. The |ICF/ MR
standards should be designed to avoid institutionalization of

t hose not needing such a restrictive setting and shoul d focus
better on neeting the needs of those who do require such care.

CGoal : Meeting the Needs of Adults

Several devel opnents point to the need for an exam nation adul t
services. First, there has been a significant increase in the
proportion of adults in ICFs/MR  Second, there is increased
Interest in the needs of young adults. As a result of the inple-
nentation of P.L. 94-142, The Education for Al Handi capped
Children Act of 1975, nore nentally retarded students have been
provi ded services in the public school system Once these indi-
vidual s reach the naxi mum age for school services, they are said
to be "aging out." The schools have no formal responsibility for
devel opi ng a program of services for a student after he or she

| eaves school. Young adults and their famlies often face a
service delivery systemthat is uncoordi nated and diffuse.

In sum there is a grow ng concern about the availability of
adult services as well as an awareness that work in as nornal a

setting as possible is preferable to a nore controlled and
protective environnent.

CGoal : I nproving Coordi nati on and Cooperati on

Clearly, assisting the nentally retarded and devel opnental |y
di sabl ed popul ation to becone nore, integrated into the nainstream
of American society, and to be | ess dependent on institutiona
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care, requires coordinated action by Federal, State and | ocal
agencies, the private sector, and famlies of this population. In
particul ar, special efforts are required by agenci es concerned

w th enpl oynent and education, and the interface between school
and wor K.

Two new provisions in the Devel opnental Disabilities Act of 1984
encourage greater coordination at the State |level. The Act
requires that each State council nust include in its nmenbership
the State agency which adm nisters Medicaid funds. I n addition,
the Act requires State councils and protection and advocacy
systens be provided copies of annual survey reports and pl ans of
corrections in I CFs/ MR

POLI CY PROPCSALS

In an effort to address these goals, the Departnent has under-

taken a four part policy. This policy, fornmed wthin budgetary
restraints:

o increases flexibility for States to provide those services
which are nost needed to pronote independence and integra-
tion;

o0 revises the standards established for the | CF/ MR program
wth particular attention given to those el enents which
inhibit small facilities and to the provision of active
treatnent to clients;

o focuses on devel opnent of adult services; and o inproves

Federal coordination. 1. Options to Encourage Community-Based

Servi ces and Cont ai n Cost

The Departnent will be exam ning options which reduce incentives
toward i nappropriate institutionalization. These options shoul d
provide States with greater flexibility to provide a conti nuum of
services while establishing workable cost controls. States woul d
have increased flexibility in the allocation of funds to neet
reci pi ent needs including nedical, social and rehabilitation
services. In addition, the Departrment will identify nmethods to
reduce existing fragmentation 1 n planning, financing and service
delivery for the nentally retarded and ot herw se devel opnental |y
di sabl ed popul ati on.

Any di scussion of options nust address the foll ow ng:

0 achieving a bal ance between State flexibility and Federal
requirenents;

12



o] i ncreasing the States® ability to provide care in the |east
restrictive setting appropriate to individual need;

0 providing an array of care options with an enphasis on hone
and comuni ty-based care;

0 protecting the health and safety of program participants;

o tailoring services based on the needs and characteristics of
the clients;

o integrating a continuumof services such as habilitation,
vocati onal, education and supported enpl oynent;

0 enphasi zi ng vocational needs and potential, wth enploynent
a goal wherever possi bl e;

o establishing cost controls and adm nistrative account-
ability; and

0 sinplifying program adm ni stration.

The Departnent is already noving in this direction. A bill

I ntroduced as S. 1550, woul d substantially increase State
flexibility to nore effectively target Medicaid resources to
eligible groups. 1|In essence, this proposal, subject to the
enact nent of a Medicaid cap, establishes a core programfor the
mandatory categorically needy. The core programconsists of a
m ni num packgage of services which nust be provided to al
categorically eligible persons in a conparabl e manner throughout
the State. Beyond this, however, States woul d have conpl ete
flexibility to decide which Medicaid services to provide to the
optional categorically needy and the nmedically needy. Therefore,
States would be able to tailor benefits to different eligibility
groups, based on their individual needs and characteristics,

W t hout having to provide the full package of services to covered
groups on a state-w de basis. The Departnent believes this

proposal could result in inproved services to the devel opnental |y
di sabl ed.

Future recommendations for financing services to this popul ation
coul d include the establishnment of a separate fundi ng nmechani sm
for the devel opnental |y disabled. Such a program woul d be

cl osed-ended at the Federal |evel and could incorporate
opportunities for exploration by the States of alternative
services arrangenents. Issues to be addressed in this type of
approach include the identification of existing Federal funds to
fold into such a program allocation of funds anong the States,
determ nation of the States' financing role, and adm nistration
at both the Federal and State | evels.

13



2. I nproved | CF/ MR St andar ds

The Departnment will propose a general revision of the regul ations
establishing standards for the I CFs/ MR  These standards are the
requirements that 1CFs/ MR nust neet if they are to participate in
the Medi caid program The revisions are being designed to in-
crease the focus on the provision of active treatnent services to
clients, to clarify Federal requirenents to maintain essential
client protections, and to provide State survey agencies with a
nore accurate nechani smfor assessing quality of care. The
revisions will change requirenents to take into account the
decrease in the average size of institutions, litigation, |egis-
| ati on, research, and technol ogi cal advances that have changed
attitudes and influenced the way clients are identified, assessed
and provi ded servi ces.

I n devel opi ng these standards, the Departnent is enphasizing the
client and client outcones while reduci ng unnecessary paper
requi renments. The standards will be based on accreditation
standards published in 1983 by the Accreditation Council for

Services to Mentally Retarded and Devel opnental | y D sabl ed
Per sons.

Four major areas will be addressed in the revised standards.
Those areas are: admnistrative services, active treatnent
servi ces, physical environnent, and safety and sanitation.

The Departnent believes the proposed revisions to the I CF/ MR
standards will ensure that clients are provided quality care, and
that facilities will be relieved of the duplicative requirenents
contained in the current regulations, thus reducing their
operating costs. As the focus shifts fromthe institution to the
client, these proposed changes should put State surveyors in a
better position to determ ne whether active treatnent is

actually occurring for each client. This determnation is
inportant to ensure that those who work with clients deliver
accountable, habilitative services which result in the clients'
grow h and devel opnment. Ensuring active treatnent inproves the
chances of integration into the community, resulting I1n nore

ef fective expenditure of Medicaid dollars in the | CH MR setting.

3. Services for Adults

The Departnment is commtted to the pronotion of independence and
productivity for all developnentally disabled citizens. One
particularly problematic area is that of work and vocati onal
services. The typical experience for nentally retarded people
has frequently been limted to day activity centers, which focus
on the acquisition of daily living skills. The other primary
option has been sheltered enpl oynment, segregated facilities
provi ding sone sort of work activity with conpensation. A rel a-
tively few individual s have achi eved nai nstreaned enpl oynent.
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On-site training or follow al ong support are sonetines required
to increase the likelihood of successful job placenent.

Medi caid funding is not available to fill this service gap since
it is a reinmbursenment program for nedical and health needs. Its

application to the provision of vocational services is therefore
limted.

Vocational preparation and training are provi ded by some public
schools. H gher functioning individuals may be eligible for
Vocational Rehabilitation services. Those persons who do not
becone clients of Vocational Rehabilitation are usually served in
day activity prograns which are generally non-vocational and

adm ni stered by social services or devel opnental disabilities
agenci es.

The Federal governnent is working to address these needs through
a variety of projects and initiatives. The Adm nistration on
Devel opnmental Disabilities has nounted a najor enploynent initi-
ative to expand enpl oyment opportunities for persons wth
disabilities in the private sector. Through extensive efforts
with private enpl oyers, trade associations, and State and | ocal
servi ce providers, 25,000 persons with devel opmental disabilities
achi eved conpetitive jobs in 1984. These jobs were in a variety
of industries including restaurants, hospitals, electronics
firms, and hotels.

A recent survey of placenent facilities indicates that there is
an 85 percent retention rate for those holding full-time jobs. In
1985 the Adm nistration on Devel opnental Disabilities set a goa
of 50,000 new jobs for persons with devel opnental disabilities.

The Social Security Admnistration is inplenmenting a transitional
enpl oynent denonstration. E ght nonprofit organizations have
been awarded grants to provide transitional enploynent training
to about 400 nentally retarded SSI recipients.

The Departnent of Education and the Departnment of Health and
Human Services will be funding supported work nodels in five or
six States during FY 1985. The projects will provide on-the-job
training and continued help at the workplace. This initiative is
designed to stinulate cooperation between vocational reha-
bilitation agencies, State offices of Mental Retardation/

Devel opmental Disabilities and other State agencies to pronote
mai nstreaned enpl oynent opportunities for nmentally retarded and
ot her devel opnental |y di sabl ed peopl e.

The Departnent of Health" and Human Services, O fice of Planning
and Evaluation, is interested in exam ning Federal, State and
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| ocal policies and practices which support or inpede the coordi-
nated delivery of a broad spectrum of adult services including

vocati onal and pre-vocational assistance. The purposes of this
work are two-fold:

o to identify successful State practices which capitalize on
the flexibility of the current reinbursenent system and to
share these practices with other States; and

o toidentify the legislative, regulatory and adm nistrative
barriers at all |evels of government which inpede
coordi nated service delivery as well|l as approaches to
overcom ng these barriers.

The Departnent will encourage the gui dance and participation of
ot her appropriate Federal agencies in this study.

4. Interagency Coordination

The Devel opnental Disabilities Act of 1984 calls for the estab-
|l i shnent of an interagency commttee to coordinate and pl an
activities conducted by Federal departnents and agencies for
persons with devel opnental disabilities. This conmttee is co-
chaired by designees of the Secretaries of this Departnment and

t he Departnent of Education: the Comm ssioner of the Adm nistra-
tion on Devel opnental Disabilities and the Assistant Secretary of
Speci al Education and Rehabilitative Services, respectively.

G her agency representation includes: Housing and W ban Devel op-
nment, Labor, Justice and the National Council on the Handi capped.
Rel evant offices in the Departnents of Health and Human Services
and Education are represented as well. The commttee net for the
first time on Septenber 26, 1985. One of the first agenda itens
Is the exam nation of issues concerning adult services and
program coordi nati on outlined above. An interagency approach to
t hese concerns is both fitting and necessary.

In order to ensure intra-agency coordination, the Departnent is
al so commtted to i nproving coordination anong its own offices
and agencies in addressing the concerns of nentally retarded and
ot her devel opnental |y di sabl ed persons.

CONCLUSI ON

This report identifies four goals and rel ated policies for

i nproving services for the nentally retarded and ot her devel op-
mental |y di sabl ed persons served under Title XI X of the Soci al
Security Act. Sone of the recommendations in this report can be
acconpl i shed adm ni stratively and ot hers requi re congressi onal
action. W are prepared to work with the Congress to inpl enent
these proposals. W will assess the inpact of these changes and
actions and nake or propose ot her changes, as appropri ate.
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In addition, the Departnment will continue to exam ne services for
nmental ly retarded and ot her devel opnental |y di sabl ed people. The
needs of this population are varied and range fromnedical, to
residential, to habilitation and training. Cenerally, nore
severely disabl ed people require nore intensive services. Further
expl oration of types of services and nechani sns for organi zi ng
and delivering themw || be undertaken.
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Appendi x A

The following is an update on BCFA s continuing enforcenent efforts with
regard to nine public IGFs/MR identified by the Secretary in July 1984 in
heari ngs before Senator Wi cker.

Fai rvi ew Trai ning Center - (Q egon)

ECFA approved a plan of correction calling for a reduction in the census
of the facility, physical plant inprovenent, the hiring of over 400
direct care and other staff, and the provision of active treatment
services to clients. The facility is reporting to HCFA on a nonthly
basis and corrections are proceedi ng on schedul e.

Enid and Paul's Valley State Schools - (Ckl ahona)

ECFA approved plans for these two sister facilities that included

ext ensi ve physical plant renovations, increased staffing, and inproved
active treatnent services. The Dallas Regional (ffice revisits the
facility quarterly. Significant inprovenments have been nade.

Wieat R dge Devel oprent Center - (Col orado)

The State Legislature appropriated over $2 mllion to fund necessary
additions of direct care and professional staffs. The facility is
reevaluating its clients' needs for services and has been inproving its
progr ans.

Staten |sland Devel opnental Center - (New York)

Despite the acceptance of a plan of correction for this facility, HCFA
found in a resurvey in 1985 nost of the deficiencies remained and ot hers
were added. The facility was notified by HOFA that its participation in
Medi caid was being terminated. Before the termnation becane final, the
State noved half of the clients (over 200) to other settings, made
significant sanitation and environnmental inprovenents and hired needed
staff. The termnation was resci nded.

Let chwort h Devel opnental Center (New Yor k)

Federal surveyors al so found serious repeat deficiencies at Letchworth a
-year after the first survey conducted reveal ed major problens in health
care and active treatnent services. The facility was notified that its

participation in Medicaid was being termnated. The termnation is

pendi ng an appeal by the facility.
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Newar k and J. K Adans Devel opnental Centers (New Yor k)

HCFA accepted plans of correction for these two facilities. Problens
included a | ack of active treatment services and physical plan
defici encies. Federal surveyors will resurvey these facilities in 1985.

Mansfiel d State School (Connecticut)

HCFA accepted a plan of correction calling for inproved active treatnent
prograns, including behavior nodification prograns. The facility is
under goi ng adnm ni strative and | eadershi p changes. The regional office
will conplete a foll ow-up survey in 1985.

In each of these cases, the fornms of plans of correction are directed
toward inprovenent in the facilities' ability to deliver services
directly to clients that lead to greater personal client independence,
productivity and potential for integration into the broader community.
Each of these facilities continues to place additional clients in
community settings, which has the added benefit of enabling the facility
to use its existing resources for the fewer remaining clients.
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ICFs/MR, United States, FY 1973
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TABLEA

ICFs/MR in the United
Nunber & S ze oF |l Nsti tuti on aad
Benefi ci ari es Ser ved
Number oF instituitions, by Size
Year 1977 1982
Small institutions 188 1,202

(under 15 beds)

Large institutions 389 652
(15 beds & over)

Benmneficiaries

Year 1977 1982

Small institutions 1,710 9,714
(under 15 beds)

Large institutions . . 105,207 130,970
(15 beds & over)

SOURCE: Compiled fromthe 1977 and 1982 National Census of Rehabilitation
Facilities conducted by the Center for Residential and Community
Services, University of Minnesota.
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CHART 11

Number of Beds per Facility

ICFs/MR In the United States
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CHART 111

Proportion of Population Under 22 Years
Total & ICF/MR Population
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UNITED STATESDEPARTMENT OF EDUCATION

OFFICE OF THE ASSISTANT SECRETARY FOR
SPECIAL EDUCATION AND REHABILITATIVE SERVICES

M. Arnol d Tonpkins Deputy
Assistant Secretary

for Social Services Policy Departnent
of Health and Human Services Room 410E
HHH Washi ngton, D.C. 20201

Dear M. Tonpkins:

| am pl eased to acknow edge Secretary Heckler's Septenber 30, 1985 request for
coments on the Report to the Congress on Policies for Inproving Services for
Mental |y Retarded and Devel opnental |y Disabl ed Persons Served under Title XIX
of the Social Security Act. W have reviewed the report and recommend that it
be forwarded to Congress.

In response to the provisions of the Devel opnental Disabilities Act of 1984,
woul d |ike to address the recommendations nade in the report and note the
i npact of these reconmendations on the Department of Education prograrns.

The Department of Health and Human Services (DHHS) goal s of increasing incen-
tives for comunity living, neeting the service needs of adults, and inproving
I nt eragency coordination and cooperation in providing services conpl enent
initiatives of the Ofice of Special Education and Rehabilitative Services
(OSERS) and goal s of this Departnent.

The DHHS goal of increasing incentives for comunity living is a counterpart
to the OSERS goal s of providing services to severely disabled persons in the

| east restrictive environment and supported enpl oyment. The Office of Specia
Education and Rehabilitative Services believes |ike DHHS that existing funding
mechani snms to neet the needs of the devel opmental |y disabled popul ation shoul d
be exam ned with an enphasis on the devel opnent of new mechani sns to reduce
barriers and disincentives to enploynent and community |iving.

The goal of meeting the needs of adults conplements the Office of Special Edu-
cation and Rehabilitative Services recognition of the need for an exam nation
of adult services. A "National Forumof Disability Policy" will be convened
by the Office of Special Education and Rehabilitative Services. During the
forum major groups fromboth the public and private sectors will review najor
policy options, including disincentives, in meeting the needs of devel opnent-
al |y disabled adults.

400 MARYLAND AVE., SW. WASHINGTON. DC 20202
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As noted in this report, an interagency conmttee to coordinate and plan
activities conducted by Federal departnments and agencies for persons with
devel opmental disabilities is co-chaired by designees of the Secretaries of
this Department and the Department of Health and Human Services: the Assis-
tant Secretary of Special Education and Rehabilitative Services and the Com
m ssioner of the Admnistration on Devel opmental Disabilities, respectively.
V. believe that this commttee is a good nechanismto, at the Federal |evel
begin to change what has historically been a fragmented system of services
whi ch has inpeded achi evenent of independence and enpl oyment for the nentally
retarded and devel opmental |y disabled popul ation

In sumary, the Departnment of Education supports the goals set forth in the
report. We |ook forward to working with you so that we may nmove forward in
reaching these goals.

Sincerely,

Assi st ant



National Council on the Handicapped

800 Independence Avenue. S.W.
Suite 814 Washington, DC 20591

202-453-3846

An Independent
Federal Agency

December 23, 1985

Honorable Otis Bowen

Secretary

Department of Health and Human Services
Room 615F

200 Independence Avenue, S.W.
Washington, D.C. 20201

Dear Secretary Bowen:

The National Council on the Handicapped is pleased to have had the opportunity
to review and participate in the development of the Report to Congress entitled,
"Policies for Improving Services for Mentally Retarded and Developmentally Disabled
Persons Served Under Title XIX of the Social Security Act". We commend the
Department of Health and Human Services for its leadership in the development of
this important document. We find the report thorough and comprehensive in its
coverage of services needed and provided as part of the Medicaid ICFMR program.

The Council agrees in general with all of the issues and recommendations addressed
under the four principal areas outlined in the report. However, the Council suggests
that the issues covered under the area on "improved standards" be expanded to
address the important issues of: a. adequate preventative and disciplinary measures
to prevent residents against abuse in ICFMRs and other types of facilities; and
b. appropriate standards and criteria for personnel working in ICFMRs.

'The Council believes that the expertise required in the ICFMR of the mid-1980's

and 1990's is vastly different from that required when the existing pertinent
regulations were published in January 1974. The dependence oriented medical
bias which has been a part of the ICFMR program since its inception must be replaced
with an attitude and an environment that facilitates independence and productivity
by people with disabilities. People working in ICFMRs- should be appropriately
trained and their work should be monitored and supervised to insure that high quality
performance standards are met. Finally, the Council feels that appropriate
rehabilitation and training should be provided for all mentally retarded and
developmentally disabled persons and recommends that the Health Care Financing
Administration study and suggest means by which people who are assisted under
the Medicaid ICFMR program can receive such services.
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In the process of reviewing legislation and programs affecting the lives of people
with disabilities, the Council has discovered a wide array of disincentives and barriers
to productivity and independence for people with all disabilities, including those
who are mentally retarded and developmentally disabled. We have prioritized Federal
programs serving people with disabilities according to the amount of money being
spent on those programs and the number of people served by them, and we have
concluded that a disproportionate amount of the public resources which are targeted
to assist the disabled population is used to sponsor dependence oriented programs
rather than those which encourage independence.

The Council stands ready to work together with the Department of Health and
Human Services, other Executive Branch agencies, and the Congress to change
the emphasis of our present programs and policies so that they encourage and reward
personal responsibility and self-sufficiency on the part of people with disabilities.

Sincerely,

! /. DB

Sandra S. Parrino
Chairperson



